
Day one-presentation-session I 
Rachel Richesson  

 
 

“Plans for data standards in rare disease registries” 
Rachel Richesson  

 
 

The inability to access existing standardized registry questions results in lengthy 
and resource-intensive registry development efforts and limits opportunities for data 
sharing. A standardized library of data elements will speed the development and 
deployment of patient registries and allow registries to share and receive data from other 
registries or data sources. In addition, a library of standardized registry questions will 
enable cross-indication and cross-disease analyses, facilitate collaboration, and generate 
more meaningful results for rare disease patients, physicians, and researchers. Rachel 
Richesson will briefly discuss a recently funded American Recovery and Reinvestment 
Act  (ARRA) project that has implications for data standards and an infrastructure for 
registries across various rare disease. The primary objective of the Patient Registry Item 
Specifications and Metadata (PRISM) project is to develop standardized questions for 
patient registries across many different rare diseases, which can be used for developing 
new registries and revising existing ones. The library questions will use consistent 
structure and language, and the underlying data elements (i.e., questions + answers + 
definitions) will be encoded using data standards that will facilitate reliable and 
consistent data collection and enhance opportunities for question re-use and data sharing. 
Dr. Richesson will describe the PRISM project’s standards strategy, project timeline, and 
future implications for registries across the spectrum of rare diseases.  

 
 

*Describe ARRA project “Library of Standardized Patient Registry Questions for Rare 
Diseases” 

-Standards Strategy 
-Timeline 
-Future implications for rare disease registries 
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Patient Registry Item Specifications and Metadata …for Rare 
Diseases  



Features


 

Re-use


 
Context of registries – vision, use-cases


 
Identify appropriate standards / fill gaps


 
Encourage best practices


 
Indexing and retrieval of registry questions


 
Model for growth and access of library


 
Multi-disciplinary
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